Background: The objective of this scoping review is to identify and map the global literature on death, dying, and end-of-life experiences among refugees. The study aims at identifying gaps in the literature produced on the topic and informs areas for future research in the field. Methods: We included articles that met the following inclusion criteria: (1) Population: Refugees and/ or internally or externally displaced individuals due to wars, conflicts, nonnatural disasters, or emergencies; (2) Setting: End-of-life phase, dying, and death that took place following the refuge or displacement and reported after the year 1980; and (3) Study Design: All types of studies including but not limited to primary studies, narrative reviews, systematic reviews, news, editorials, commentaries, opinion pieces, technical reports, and policy briefs. A systematic search of the following electronic databases: Medline, Scopus, CINAHL, and JSTOR yielded 11 153 records. The search of the United Nations High Commissioner for Refugees database Refworld retrieved an additional 7510 records. Results: Seven articles met our inclusion criteria. All articles were coauthored by scholars in universities/research institutes in high-income countries, and except for one, all were conducted in the country of the final settlement of refugees. One article adopted a qualitative approach, another article adopted a mixed-methods approach, one was a narrative review, and 4 articles were reviews of the literature. Three articles discussed access to medical/ palliative care among older refugees, and 3 others addressed bereavement and death arrangements. Moreover, one article examined how transmigration and previous experiences from 2 cultural settings in home countries affect the contemplation of death and dying. Implications: Research on end-of-life experiences among refugees is sorely lacking. This study raises awareness of the need for empirical data on end-of-life challenges and palliative care among refugees, thus equipping humanitarian agencies with a more explicit and culturally sensitive lens targeting those with life-limiting conditions.
Background
The world is currently witnessing the largest refugee crisis since World War II. The United Nations High Commissioner for Refugees (UNHCR) has reported an increase in the number of forcibly displaced people from 33.9 to 65.6 million between the years 1997 and 2016. 1 Refugees are exposed to high rates of violence in their home countries and face high rates of mortality. 2 This is especially the case during their displacement trajectory within their country or to another or during their resettlement to a third country. The experience of being forced to leave one's own home is traumatic and implies the inability of accessing previously available resources, especially among the most vulnerable including the elderly individuals, widows, children, and the handicapped. Most refugees are dependent on humanitarian aid and assistance, and their quality of life and well-being are therefore dependent on interventions and policies implemented within the hosting country. 2 Most conflicts in the world today are within rather than between countries and are occurring in the developing world.
Despite fewer wars in recent years, the death toll has been rising and this is attributed to the increasing intensification of violence. In 2008, 63 armed conflicts led to 56 000 fatalities, whereas in 2014, 180 000 people-more than 3 times as many-died in 42 conflicts. 3 To date, morbidity and mortality statistics on refugees and migrant populations are scarce, 4 and when these exist, findings vary by premigration and postmigration factors including country of origin, circumstances and number of displacements, host country resources and health infrastructure, time in host country, the healthy migrant effect, and as importantly estimation of affected population. The latter becomes particularly problematic in complex humanitarian emergencies with continuous refugee mobility. During the early phases of an emergency, refugees and internally displaced persons experience high crude mortality rates, with the most common causes of death being attributed to war injures, diarrheal diseases, measles, nutritional deficiencies, and acute respiratory infections, especially among the elderly individuals. 5 Chronic conditions, notably diabetes, hypertension, and cardiovascular disease, are also evident across the refugee population, and this becomes heightened in protracted crisis. 6 The refugee experience has been suggested to act as a stressor in weakening populations rendering them more vulnerable to disease and death, in particular cardiovascular mortality risk. 7 Scholars of migration research have tended to view the earlier stages of the life course as important determinants of migration processes. By contrast, death and dying have rarely been the focus of research in migration studies. 8 In addition, health-care sector's response in humanitarian crisis has routinely been directed toward youth's well-being and has focused on acute conditions, with little attention to those with chronic medical conditions, especially older adults. For example, close to 54% of older Syrian refugees in Lebanon have chronic health conditions and are at risk of death due to their inability to afford health-care services, 9, 10 and despite the narrow scope of palliative care services in Lebanon, none exists in refugee settings.
11
The availability and access to palliative and end-of-life care are acknowledged as fundamental human rights and key to universal health coverage. 12, 13 The limited available research on end of life among migrants show how transnational dying is undoubtedly a predicament of our time and reveals how in death, as in life, the ''diasporic condition'' involves contradictions and loss. 14, 15 In this context, the objective of this review is to identify and map the global literature on death, dying, and end-oflife experiences among refugees. This study will inform areas for future refugee research and raise awareness of the need for humanitarian services targeting chronic conditions and end-of-life challenges among refugees afflicted with life-threating conditions.
Methods
A study protocol for a scoping review was firstly developed and peer reviewed by the coauthors.
Eligibility Criteria
We included articles that satisfied the following inclusion criteria.
Population of interest. Refugees worldwide and populations/individuals who were internally or externally displaced due to wars, conflicts, nonnatural disasters, or emergencies.
Setting of interest. End-of-life phase, including death and dying, that takes place following the refuge or displacement (within original country or to another hosting country) and reported after the year 1980.
Study design. No restrictions were made regarding study design. Studies included among others primary studies, narrative reviews, systematic reviews, news, editorials, commentaries, opinion pieces, technical reports, and policy briefs.
We excluded articles that are not published in the English language, articles presenting statistics on mortalities, and articles focusing on the causes of death among refugees. We also excluded books and book reviews.
Information Sources
We searched the following electronic databases: Medline (1946 until July 17, 2017), Scopus (July 16, 2017), CINAHL (July 17, 2017), and JSTOR (July 24, 2017). Additionally, we searched the gray literature focusing on UNHCR database Refworld (September 03, 2017). We developed our search strategy (Supplemental Appendix A) with the assistance of professional librarians who supported us in the exportation of retrieved records. We used both index terms and free-text words for the 2 following concepts: refugee and death. Some of the Medical Subject Headings (MeSH) terms used were ''refugee,'' ''death,'' ''palliative care,'' ''attitude to death,'' and key words were ''displace* adj2 people,'' ''(life adj2 end),'' ''death?,'' ''dying,'' and ''terminal care.'' We did not use any language restrictions while conducting the search.
Study Selection
Following a calibration exercise to ensure definitions are clear to all team members, 2 teams of 2 reviewers each screened, in duplicate and independently, firstly the titles and abstracts of the identified citations, and secondly the full text, based on standardized screening guides developed by the team. For the title and abstract screening, we retrieved the full texts judged as potentially eligible by at least one of the 2 reviewers. For the full-text screening, disagreements were resolved by discussion among team members and by consulting with a third reviewer when needed.
Data Abstraction
Two reviewers abstracted the data from the selected articles using standardized and pilot-tested data abstraction form developed for the objective of this review. The data abstracted included year of publication, last name of the first author, institution/affiliation and country of first author, last name of the corresponding author, institution/affiliation and country of the corresponding author, collaboration between academics/ nonacademics (non-governmental organizations) based on coauthors' profiles, name of the journal, type of publication, study design, year of study, statement on conflict of interest, and statement on ethical approval. Additionally, we abstracted the following variables: characteristics of the refugees/displaced, characteristics of displacement, time frame of the war/conflict, type of residency location of refugees, topic of the study, and quotes.
Results
We present the results of our search in 'Preferred Reporting Items for Systematic review and Meta-Analysis Protocols' (PRISMA) flowchart (Figure 1 ). Our search on Medline, Scopus, CINAHL, and JSTOR retrieved 11 153 records. After removing duplicates (n ¼ 3244) and articles published before the year 1980 (n ¼ 535), the number of records retained for title and abstract screening was 7374. Out of these, 7022 did not meet our eligibility criteria, leaving 352 for full-text screening, out of which 20 records could not be retrieved. An additional 7510 records were identified through Refworld (UNHCR database), from which we were only able to access the full reports. Thus, the total number of full-text references assessed for eligibility was 7842. Out of these, the majority was excluded because they focused on statistics of mortalities and causes of death among refugees, while the rest did not satisfy the inclusion criteria in terms of language, target population, setting, study design, and/or time frame. Thus, only 5 papers met our inclusion criteria. Additionally, we hand-screened the references cited in these 5 papers for eligibility and 2 papers satisfied the inclusion criteria and were thus included. This yielded a total of 7 papers for analysis and review.
The publication characteristics of the included articles are presented in Supplemental Table 1 (Supplemental Appendix B). Five out of the 7 papers were published after the year 2000, and all papers were authored by academic coauthors, with no collaborations with nonacademics (NGOs or the public sector). Only 1 paper reported on conflict of interest. One adopted a qualitative approach and was the only paper to report on ethical approval. One paper adopted a mixed-methods approach, 1 was a narrative review, and 4 papers were reviews of the literature.
The characteristic of the research is presented in Supplemental Table 2 (Supplemental Appendix C). Only 3 papers mentioned the age-group of the refugees/displaced people included in the study, noting these groups as ''late 50s'', ''50 and older,'' and ''old.'' Six out of the 7 articles reported that the displacement of refugees was external to their home country. The countries from which the refugees fled were Philippines, Cambodia, Mozambique, and Palestine, in addition to continents including Africa (reported in 2 articles) and from ''Europe, Southeast Asia, Africa, and Middle East.'' The host countries where the refugees resettled were Australia (reported in 2 articles), United States (reported in 2 articles), Malawi, and Denmark, in addition to the continent Africa (details of countries in Supplemental Table 2 Older Refugees Access to Medical/Palliative Care Three papers discussed access to medical/palliative care among older refugees. [16] [17] [18] The article by Atwell et al discussed exposures of older refugees to health risks in addition to the challenges they face in accessing appropriate and culturally sensitive health-care services, 16 noting the importance of having policies that address these challenges. Hiruy and Mwanri discussed how cultural and experiential differences displayed by Africans influence their experiences and access to end-oflife care in Australia and how integrating these differences into the system results in the development of an ethical framework that could be applied in different contexts. 17 Kemp discussed the role of culture in influencing how patients, families, and health-care providers view end-of-life experiences, including receiving palliative care, suffering and dying, grief, bereavement, and burial rituals. 18 
Experiences of Dying and Death
Three papers discussed the concept of death and dying in terms of bereavement and death arrangements. [19] [20] [21] In their paper, Kristiansen et al explored the role Islam plays in altering refugees' experiences in relation to death and bereavement to conclude on the importance of accounting for the sociocultural contexts during the process of supporting the bereaved. 19 Englund discussed the importance of developing assistance strategies that can support refugees with a flexibility that endorses their death practices within their cultural environment. 20 Harrell-Bond and Wilson demonstrated how mourning and burial are problematic to refugee populations. 21 In order to overcome the challenges refugee populations face at end of life, decisions need to be culturally sensitive and tailored to their needs. Finally, 1 paper by Becker (2002) addressed the effect of transmigration and previous experiences of refugees from 2 cultural perspectives in their home countries on their anticipation of death. 22 
Discussion
With only 7 articles found eligible for inclusion in our scoping review, this study confirms that research on end-of-life experiences among refugees is sorely lacking in the global literature. The limited research on death, dying, and after-death matters of migrants and refugees means that this is not on the radar of policy-makers, service providers, or humanitarian agency response. This may be attributed to several barriers including but not limited to the complexity of defining end-of-life care, identifying those in need of humanitarian setting, the ethical question regarding ''to whom care should be provided'' when resources are limited, and the lack of preparedness and wellestablished practices within existing health systems in host countries. 23 The provision of palliative and end-of-life care has been noted a fundamental human right 12 and it becomes more profound in the case of protracted crisis.
Most of the papers included in this review focused on the role of culture in shaping end-of-life experiences and the importance of integrating cultural aspects in the delivery of medical and palliative care services to refugees. Our review did not capture any intervention or evaluation research of such integration and its impact on the well-being of refugees. Moreover, there were very few examples reported on endof-life experiences and challenges. Most of the articles comprised a review of existing literature on this topic, rather than empirical research that aims to provide an in-depth understanding of refugees' experiences around end-of-life, palliative care or bereavement. All papers included in this review were co-authored by scholars in universities/research institutes in high-income countries, and except for one, all were conducted in the final settlement/resettlement of refugees. For a nuanced understanding of the issues at hand, there is a need for involvement from authors and collaborators from regions afflicted by the conflict/crisis, who understand the context of the research and know the specificities of local challenges and opportunities.
Recent data show that half of the world's refugees live in noncamp settings, occupying shantytowns and slums in and around cities of the host country. 4 Although these displacements are intended to be temporary arrangements, several have existed in different parts of the world for decades, tied up with political struggle and issues of human rights. 24 In protracted and relatively stable situations where refugees become integrated within host communities outside camp setting, the aging of refugees creates a demographic shift toward older age groups with changes in causes of morbidity and mortality. An understanding of end-of-life circumstances and the need for palliative care and dignified opportunities for end-of-life services in these settings are lost to academic enquiry and humanitarian agencies. Pinheiro and Jaff, 25 using semistructured interviews with a sample of 21 Syrian refugees in Jordan with life-limiting conditions and 4 caregivers, explored the lack of palliative care services to refugees and exposed the gaps and challenges of providing such long-term, specialized, and continuous services.
Our review is part of a larger research project on death and dying among Syrian refugees in Lebanon that divulged yet other emerging and alarming ramifications of the protracted war on refugees and host communities. A documentary film is in the making showing how families are increasingly struggling to find a place to bury their loved ones, often waiting for days and weeks as they search for cemeteries that will take them. Many refugees, unable to locate and/or afford official gravesites, have taken to burying the deceased in secret under the cover of night digging graves with their bare hands. 26, 27 In such contexts, humanitarian response will need to embrace the psychosocial and personal needs of those caring for their terminally ill loved ones during the process of death and in its aftermath, including mourning and burial.
Our findings have important research and policy implications. Developing countries, where knowledge about end-oflife matters is lacking and where palliative care remains underdeveloped, host over 80% of the world's refugees. 28 To the extent that morbidity patterns and health care vary according to premigration and postmigration circumstances, so does end of life and experiences of death and dying in the hosting land. Perspectives from this study should be observed as an opportunity to promoting research on life-limiting illnesses among refugees affected by protracted crisis and the role that palliative care can play in humanitarian emergencies. This study is also an awareness call for providers and relief agencies about the importance of developing realistic and culturally sensitive policies and guidelines for end-of-life services for individuals in their most vulnerable moments.
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